Introduction {#Sec1}
============

Guidelines from the United Kingdom's National Institute of Clinical Excellence (NICE) suggest that all cancer patients should undergo regular screening for signs of psychological distress \[[@CR36]\]. Despite these recommendations, the impact of regular psychological screening remains largely untested in the UK. Questions remain about its value since it is not known whether the use of screening tools will significantly improve the identification of those requiring specialist assessment or interventions for distress, relative to other forms of assessment, such as the clinical interview \[[@CR27]\]. It is not known whether screening for signs of psychological distress and subsequent referral to specialist psychological services will result in significantly improved health outcomes in comparison to the routine care provided to cancer patients. Concerns have also been raised that screening may lead to many 'false positive' results which are likely to overwhelm the limited resources of a hospital's psychological services team \[[@CR18]\].

It has been suggested that formal screening is necessary because health care professionals might not always recognise signs of psychological distress in their patients \[[@CR15], [@CR20]\], care tending to focus upon physical aspects of the illness rather than psychological issues, especially in busy oncology clinics where interventions focus on cancer treatments and their side effects \[[@CR31]\]. Psychosocial problems such as distress may be regarded as 'normal' sequelae to having cancer \[[@CR30]\], leading healthcare professionals to minimise or ignore these concerns as part of their own ego-defensive function \[[@CR38]\]. Staff could lack confidence in managing overt signs of distress and subsequently fail to explore these concerns more fully \[[@CR32]\]. Professionals might avoid delving into patients' emotional states for fear of wasting precious time and resources \[[@CR15]\].

Patient-specific factors could further contribute to this problem since the diagnosis of anxiety, depression, or generalised distress might be confounded by malignancy or its treatment. Loss of appetite, fatigue, insomnia due to unalleviated pain, or the effects of chemotherapy or radiotherapy could just as easily suggest the presence of depression \[[@CR32]\]. Patients may be reluctant to discuss their concerns with staff they perceive to be too busy, not wanting to be seen as demanding or difficult \[[@CR40]\]. Embarrassment or the stigma associated with psychological weakness or mental illness could prevent them from seeking help \[[@CR24]\].

The Distress Thermometer {#Sec2}
========================

A rigidly structured diagnostic interview based upon the Diagnostic and Statistical Manual of Mental Disorders \[[@CR13]\] has traditionally been viewed as the gold standard for the diagnosis of psychological problems \[[@CR45]\]. This is impractical in every case given patient volumes in most outpatient clinics \[[@CR23]\], and the emphasis on the management of biophysiological problems in most cancer settings \[[@CR31]\]. One possible solution to this problem is the use of brief screening tools aimed at identifying those patients experiencing severe forms of distress and referring them for further assessment by mental health professionals.

The National Comprehensive Cancer Network \[[@CR34]\] suggest that the Distress Thermometer is ideally suited for use by nurses working in cancer settings because it assesses a broad range of problems associated with elevated distress levels. Focusing on the self-reported problems identified on the Distress Thermometer is regarded as a good starting point for further discussion in the clinical interview. The word 'distress' carries less stigma for most people than anxiety or depression which may pathologise many normal responses to being diagnosed with cancer \[[@CR30]\]. Distress is defined as:"'An unpleasant experience of an emotional, psychological, social or spiritual nature, that interferes with the ability to cope with cancer treatment, which extends along a continuum from common normal feelings of vulnerability, sadness and fear, to problems that are disabling such as true depression, anxiety, panic and feeling isolated or in a spiritual crisis' \[[@CR24]\]"

The Distress Thermometer is a modified visual analogue scale that resembles a thermometer. It ranges from 0 (no distress) to 10 (extreme distress; Fig. [1](#Fig1){ref-type="fig"}). It also contains an accompanying list of 34 problems grouped into five categories (practical, family, emotional, spiritual/religious and physical). Respondents are instructed to indicate whether any of the items listed has been a problem in the past week by selecting from a fixed yes/no response, allowing an overview of the issues affecting a patient's level of distress \[[@CR30]\]. Healthcare professionals can then help patients to cope with these concerns by focusing on specific elements giving rise to distress which might be modifiable with interventions such as better pain relief, financial counselling or assistance with activities of daily living \[[@CR43]\]. The Distress Thermometer shown has been slightly adapted for local use to aid comprehension. The original tool shows the thermometer in black and white. We added colours ranging from green at the lower end of the scale representing little or no distress through yellow/orange indicating moderate distress to red at the top, signifying higher distress levels. Fig. 1Patient Distress Thermometer and problem list

The assessment tool is easily completed within 5 minutes \[[@CR16]\]. Using a visual analogue scale in the form of a thermometer which is familiar to patients \[[@CR40]\] may reassure them that healthcare professionals are interested in all aspects of the disease experience and its treatment \[[@CR25]\]. Various studies have tested the validity of the Distress Thermometer against other validated tools such as the Hospital Anxiety and Depression (HADS) Scale \[[@CR1], [@CR17], [@CR27], [@CR40], [@CR42]\]. Its use has been validated in UK cancer populations by Gessler et al. \[[@CR16]\] who demonstrated that it was acceptable to 95% of 171 participants. These authors suggested that a 'traffic light system' be used in response to scores obtained, 0--4 obtaining a green light and care as usual, 5--6 (yellow) indicating that closer monitoring was required and 7 or more (red) alerting clinicians to discuss the issue of distress with their patient and refer for specialist interventions where appropriate.

A score of 4 on the Distress Thermometer was found to be a reasonable cut-off value for identifying distressed patients and referring them for psychological consultation \[[@CR2], [@CR27]\]. One study \[[@CR23]\] found that the tool's sensitivity and specificity varied according to the cut-off value used however, others suggest that a score higher than 4 indicated general psychosocial morbidity whilst 5 or more indicated severe distress \[[@CR17]\]. The lower the cut-off value used, the higher the risk of over-identifying distressed individuals, whereas higher cut-off values carry the risk of missing truly distressed individuals.

Methodology {#Sec3}
===========

Patients with lung cancer are especially prone to psychological distress \[[@CR9], [@CR14], [@CR15], [@CR44]\] which may be accentuated by guilt or self-blame for smoking \[[@CR9]\]. They often have a poor prognosis in comparison to other patient populations, and those with distress should be identified as quickly as possible \[[@CR36]\]. The Distress Thermometer was introduced into a lung cancer follow-up clinic in a District General Hospital in London. Patients attending this clinic have completed their primary treatment for lung cancer. Patients were approached by staff and asked if they would like to complete the Distress Thermometer. The impact of the implementation was evaluated by a clinical audit 6 months after its introduction. Clinical audit is a quality improvement process which seeks to systematically review patient care against explicit criteria \[[@CR35]\]. Within this context, quality improvement typically involves implementing a specific change in practice and evaluating its effect at a pre-determined point in the future \[[@CR7], [@CR22]\]. Concerns about the consistency of its implementation and use on a daily basis suggested that the audit cycle \[[@CR29]\] should provide the framework for the clinical audit.

The aims of the audit were: To collect information on patient willingness to use the Distress Thermometer and to elicit reasons for refusal to use the toolTo collect data on reasons for non-adherence to the locally developed guidelines when distress was apparent in patientsTo assess the impact of the tool on referral rates to clinical psychology servicesTo measure how often patients disclosed distressing concerns to the clinical nurse specialist (CNS) and consultant that they had not indicated on the Distress Thermometer

A data collection sheet was developed by the multi-professional team working in the lung cancer clinic. It was piloted on four patients by a consultant and a palliative care CNS not involved in its original development in order to provide an objective perspective on its clarity. During the pilot period, it was noted that patients asked questions about disease status during consultations, but it was difficult to ascertain if distress was driving such questioning. The consistency of observations was assessed by comparing individual coding decisions and discussing any incidences where the consultant and the CNS came to different conclusions about the patient's distress state in order to reduce the possibility of observer bias \[[@CR6]\]. The pilot reviewers reported that the tool was easy to understand and complete, but that one disease category (mesothelioma) had been omitted. This was subsequently added to the final data extraction sheet.

Data were entered onto the data collection sheet (Fig. [2](#Fig2){ref-type="fig"}) from medical and nursing notes, some observation, and direct questioning of staff and patients in the clinic \[[@CR26]\]. Patient performance status was determined and recorded using the Eastern Co-operative Oncology Group (ECOG) Performance Rating Scale. The patient's home circumstances and the extent of their social support network were recorded \[[@CR4]\]. Uptake of other services such as community nurses, social services or hospices/respite care was also recorded by questioning the patient and family. Fig. 2Audit data extraction sheet

The first question on the audit sheet asked if the patient had completed the Distress Thermometer. Reasons for non-completion of the Distress Thermometer were explored using free text, and prompts such as 'patient too tired', 'patient confused' etc. \[[@CR9], [@CR21]\]. Adherence with local guidelines (Fig. [3](#Fig3){ref-type="fig"}) was documented using tick boxes. Issues arising during the consultation which were not identified by the Distress Thermometer were entered onto the data sheet. The CNS and doctor saw patients together within the clinic, but completed the audit sheet separately. These independent observations were then compared to ascertain whether these problems had been identified by Distress Thermometer. The aim was to see whether both the CNS and consultant identified these as missing from the Distress Thermometer and to reduce the risk of selectivity in note taking \[[@CR41]\]. Fig. 3Local guidelines for the management of distress in patients with lung cancer

Results {#Sec4}
=======

Audit data were collected prospectively over a three month period. All data were anonymised for audit purposes.

Demographic factors {#Sec5}
-------------------

During the audit period, 34 patients with lung cancer attended the clinic, 44% of whom were male (*n* = 15) and 56% female (*n* = 19). Thirty-three patients completed the tool. One was unable to complete it herself, but felt that staff were too busy to assist her in its completion. Twenty-seven patients (79%) lived within wards of the borough with higher levels of deprivation and were \>65 years of age. The majority (24) had advanced non-small-cell lung cancer whilst seven had mesothelioma. Time since initial diagnosis varied from less than 3 months to over 2 years, but 14 patients (40%) had been diagnosed between 1--2 years. Most had received treatment, usually palliative radiotherapy (21). The majority (31) had functional impairment restricting their ability to carry out self-care or work as measured by the ECOG Performance Rating Scale (Table [1](#Tab1){ref-type="table"}). Services used by patients included the support of the lung cancer CNS (*n* = 34), district nurse 17 (50%) and Community Macmillan CNS 9 (26%). Twenty one received care from their partner, the rest were cared for by other close family members such as a daughter or granddaughter. Table 1Demographic and disease related factorsVariable*n*%Age \>5626 56--65515 66--751338 76--851441Diagnosis Non-small-cell lung cancer Stage 113 Stage 200 Stage 31544 Stage 4824 Total NSCLC2471 Small Cell Lung Cancer Limited stage39 Extensive stage00 Total SCLC39 Mesothelioma720Time since diagnosis \<3 months412 3--6 months618 6--12 months39 1-2 years1440 \>2 years618 Not recorded13Treatment received Radical radiotherapy00 Surgery26 Chemotherapy only13 Chemotherapy and symptom control radiotherapy412 Palliative radiotherapy only2161 Palliation only618ECOG performance status Stage 039 Stage 11338 Stage 21029 Stage 3721 Stage 413

Global distress scores and problems most frequently identified {#Sec6}
--------------------------------------------------------------

Patients were asked to indicate how distressed they had generally felt in the previous week. Figure [4](#Fig4){ref-type="fig"} shows that of the 33 completed Distress Thermometers, 18 (55%) scored themselves as being below 4, the cut-off point for further discussion or referral. Fig. 4Global distress scores

Patients were then asked to indicate which of the 34 problems listed on the Distress Thermometer were of concern and which were the most difficult giving each problem an individual score out of 10. The most frequently identified problems were of a physical nature such as breathing, eating, pain, fatigue and sleep, reflecting symptom prevalence studies in patients with lung cancer \[[@CR10], [@CR11]\]. Individual rating for identified symptoms scored between 2 and 10 (Table [2](#Tab2){ref-type="table"}). Table 2Problems most frequently identifiedProblemNumber of patientsPercentageMean scoreRangeBreathing21646.72--10Eating13395.93--9Pain12365.62--8Fatigue9265.11--10Sleep8245.51--9

Emotional concerns and adherence with local guidelines {#Sec7}
------------------------------------------------------

Nineteen patients (58%) ticked problems in the emotional category on the Distress Thermometer problem list. Of these, seven (four male and three female) identified problems but did not give them a distress rating. All of these patients ticked multiple physical problems, each with high distress score ratings. Referral to the psychologist for further assessment was not indicated according to the guidelines, so interventions focused on dealing with these symptoms, although patients were also provided with information about local sources of practical and emotional support.

Figure [5](#Fig5){ref-type="fig"} shows the scoring on the Distress Thermometer for emotional and family concerns of the 12 patients who gave these problems a rating. Two patients (females) ticked items under the emotional category on the Distress Thermometer checklist with scores below 4. They were not offered referral to the psychologist as recommended in the guidelines, but were provided with information on local sources of support. Ten patients (seven female and three male) ranked items under the emotional or family problems category above the referral point of 4 (range 4--10), indicating that they should be offered a referral to the clinical psychologist for further assessment of need. All ten patients were offered referral, but declined intervention for a variety of reasons. Three attributed their loss of interest in usual activities to the physical limitations of the condition, and said they were trying to adapt to these. One patient said that they were always a worrier and were used to it. Another reported that they would not like to talk about their feelings, and a third was going abroad in the following week, so could not take up the support offered. One patient said their loss of interest in usual activities was due to boredom and that they needed a holiday. Two recently bereaved patients said they were trying to come to terms with their loss with the help of friends and family, and another patient had completed counselling within the previous month and reported that they felt better for it. Figure [5](#Fig5){ref-type="fig"} shows that all of these patients were provided with information about local sources of practical and emotional support in accordance with the local guidelines Fig. 5Self-reported emotional and family problems and adherence to the local guidelines

Issues not identified by the Distress Thermometer {#Sec8}
-------------------------------------------------

On ten occasions, patients discussed concerns of a physical (six), practical (two) or emotional (two) nature during consultations which they had not identified on the Distress Thermometer.

Discussion {#Sec9}
==========

Whilst early detection and intervention for psychosocial distress is recommended for patients with lung cancer \[[@CR9]\], the results of this audit showed that use of the tool did not necessarily lead to increased referral for psychological support. Within this context, patients scoring above the cut-off did not wish to take up the offer of referral to clinical psychology for further assessment. Perhaps one reason why patients did not feel the need to accept further help was because the tool had allowed them to express their concerns sufficiently. One patient, for instance, felt we had adequately dealt with their worry after a conversation about questions related to their disease, whilst another left the clinic happier having addressed concerns about going away on holiday. When asked why they did not wish to take up referral to the psychology service, they indicated they had a good understanding of their distress and how best to manage it. For instance, a recognition that they wanted to manage a recent bereavement themselves, or that they had always been a worrier and had become used to it. This study indicates that the Distress Thermometer helps patients to discuss their feelings with their health care team, and recognise the coping skills they already have in place. They are willing to receive information about support services and can make their own decisions about whether to pursue these.

Another possible reason patients scoring above the cut-off point for referral were unwilling to see the clinical psychologist was because of poor specificity of the tool \[[@CR23]\], the chosen cut-off point for referral, or both. Roth et al. \[[@CR40]\] used a score of 5 as indicative of significant distress requiring referral to psychological services, but found that of the 29 patients referred for further evaluation by a psychiatrist; only eight met the Diagnostic and Statistical Manual of Mental Disorders \[[@CR13]\] criteria for a psychiatric disorder. Gessler et al. \[[@CR16]\] used a higher cut-off point of 7.

It may be that the tool did accurately detect distress levels and there were other reasons for patients' refusal of the interventions offered. The majority of our patients (94%) were over 65 years of age, and the identification of psychological distress by screening in older adults may have little impact on subsequent treatment \[[@CR28]\]. Referral rates of older patients to UK psychotherapy departments are generally low \[[@CR33]\], and some may not want to be referred because of the stigma associated with 'mental health problems', fear of being labelled, or fear of being committed to institutional care \[[@CR12]\]. According to Goffman \[[@CR19]\], one coping strategy employed by a person wishing to avoid stigma is to reduce exposure. Some patients may have downplayed their true feelings in an effort to avoid exposure in spite of using the less stigmatising word 'distress' since this would still lead to referral to a psychologist.

Referral to a psychologist is still perceived to be stigmatising in some communities, particularly amongst the elderly, so it may be appropriate to consider different ways of introducing these services to patients which do not make direct reference to the term 'psychologist'. Studies in other fields such as breast cancer show that terms such as 'counsellor' or 'therapist' may be more acceptable to patients, and it may be wise to use these more neutral terms when patients are referred by the consultant or CNS for further psychological assessment. Even if psychological support was refused, the clinical psychologist was informed about those patients scoring above the cut-off point for referral and the score provided a 'red flag' for further screening and assessment at their next visit to the clinic.

All of the patients scoring above the cut-off point for referral were from wards of the borough with higher levels of deprivation. People from lower socio-economic groups may find the emotional effects of cancer more difficult to cope with \[[@CR8]\], but may not necessarily volunteer themselves for psychological therapies. A study by CancerBacup auditing uptake of their counselling service found that the majority of 384 clients booking an appointment were young females from non-manual social classes \[[@CR5]\]. Other barriers to the uptake of psychological services in particular social groups include travel and other costs, or the cognitive and verbal abilities of clients \[[@CR37]\]. The socially disadvantaged may also be more fatalistic, and exhibit learned helplessness or depression due to repeated exposure to situations over which they have little or no control \[[@CR3], [@CR9]\].

Two patients raised emotional concerns during the consultation that they did not record on their completed Distress Thermometers. This may be because they were not willing to commit their feelings to paper but felt that empathic discussion during the consultation enabled them to explore these concerns more fully \[[@CR39]\]. These results raise concern, and indicate that a screening tool should not replace the clinical consultation where patients are given the opportunity to discuss their broader concerns with trained health care professionals.

In spite of initial reluctance, one patient did later acknowledge an increase in their distress level and requested referral for psychological support. This supports the conclusions of Gessler et al. \[[@CR16]\] that the Distress Thermometer can enhance discussion between patients and professionals, and addresses important issues at an early stage, but that immediate referral for psychological assessment (particularly for those scoring just above the threshold) should be avoided.

One limitation of the work is that audit data were only collected once during the patient's illness trajectory, although NICE guidelines \[[@CR36]\] recommend that psychological screening should be performed regularly. The audit was only designed to assess staff adherence and patient acceptability during a limited audit period however, and not to elicit time-series data which might constitute a separate worthwhile study. The audit sample is also modest in comparison to published research reports, making it difficult to draw statistically significant conclusions or generalisations from the data, although this was not the primary purpose of this institutional audit, and it should be noted that all but one patient passing through the clinic in the audit period agreed to take part.

Staff reflections on the use of the tool {#Sec10}
----------------------------------------

Outpatient department staff stated that in spite of initial reservations, they would like to continue using the tool since it encouraged them to talk to patients about their concerns prior to their consultation with the doctor. The CNS found it useful as it opened the way for further discussions about the patient's psychological status, and for reflection on patients' progress using earlier scores. It also created a common coin of communication about the patient's concerns with other professionals such as GPs, community and Macmillan nurses. It was useful in alerting the team to potential problems which might need to be followed up at a later date. Staff found the tool useful because it brought up issues during consultations which might not normally have been discussed, enabling them to use consultation time more effectively by focusing on patient concerns. It also demonstrated to patients and their carers that the health care team were interested in all aspects of patient well-being.

Conclusion {#Sec11}
==========

Using the Distress Thermometer as a screening tool in the lung cancer clinic did not result in increased referrals to psychological support services. It was found to be acceptable to patients however, all but one of whom were able to complete it on their own or with help from outpatient staff. It was found to be a useful addition to the clinical assessment as it helped staff to open up discussions with patients about psychosocial concerns. For this reason, the Distress Thermometer continues to be used in the outpatient clinic, and a patient information booklet has been developed to provide further information to patients about the purpose of the screening tool, and the range of support services available to patients locally.
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